
Forget Me Knot
 

to commemorate those we’ve lost and
those we’re still fighting for

Tie a Knot for Batten Disease
Campaign Summary 2026



Forget Me Knot because...

...each knot is a promise to never
give up the fight. 2

Every child deserves to be remembered. 

Forget Me Knot is a global awareness and fundraising campaign that brings
visibility to the individuals, families and communities impacted by Batten
disease. 

BDSRA Australia, working alongside global partners, envisions Forget Me Knot
becoming a flagship initiative for worldwide Batten Disease awareness, support
and progress that will run throughout the entire year. 

In its second year, on 9 June 2026, International Batten Disease Awareness Day,
the campaign invites people to tie a knot on their finger, wrist, mailbox, car
mirror...anywhere for others to see it!

Each knot is an enduring, unified visible symbol of remembrance and solidarity
with all those impacted by Batten disease. 

Each act of tying one is a bold declaration - a refusal to let these children fade
into silence, and a powerful commitment to drive urgent action for better care
and support, accelerated research, and ultimately, a cure.
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A GLOBAL
MOVEMENT

 Forget Me Knot isabuildingtobecomeaglobalawarenesscampaign,becauseBatten
disease knows noborders-affectingchildren,youngpeople,familiesandcommunities
around the world.

By tying a knot, peopleacross countries andculturesunite in asharedsymbolof
remembrance, hope, and solidarity. This simple yet powerful act createsa visible global
movement to shine a light on a rare and often overlooked disease, driving awareness,
compassion, and the urgent need for research and support, no matter where you are.
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WHAT YOU CAN DO
THIS YEAR...

 

DONATE AND SHARE

ZOOM BACKGROUND

TIE. SHARE. REMEMBER

POST A SOCIAL MEDIA TILE

1.Tie a knot on your wrist, your mailbox, your office chair…
anywhere. 

2.Take and share a photo on IG and FB using
#ForgetMeKnot and tagging @BDSRAAustralia

a.FOR OUR INTERNATIONAL PARTNERS: tag the
relevant patient advocacy group in your country. 

1.Use the Zoom background provided during all your
meetings up to and beyond International Batten Disease
Awareness Day.

1.Use of the social media tiles provided and post on IG, FB or
Linkedin using and in the copy section, complete the
sentence

‘Forget Me Knot because....’ 
Write it yourself or choose one of the suggested copy
messages provided below.

1.Make a donation via the BDSRA Australia website at
https://bdsraaustralia.org/index-donate.php

a.FOR OUR INTERNATIONAL PARTNERS: include the link
of the relevant patient advocacy group in your country. 
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You can choose to create your own post but it would be great if you could use or include
the line:  “Forget Me Knot because...” followed by your own copy or one of the
messages/statements below. 

Key Messages
“…every child deserves to be remembered, no matter how rare their journey.”
“…their stories matter, and so does finding a cure.”
“…no family should face Batten disease alone or unseen.”
“…each knot is a promise to never give up the fight.”

For Researchers & Scientists
“…every data point represents a child’s life, not just a number.”
“…behind every breakthrough is a child waiting for a cure.”
“…their legacy drives the science forward.”
“…collaboration across borders can unlock treatments faster.”

For Medical Professionals
“…early diagnosis can change the course of a family’s story.”
“…clinical care must be matched by compassionate understanding.”
“…knowledge saves time, and time matters most.”
“…we’re part of their journey - let’s walk it with care and courage.”

For the Pharmaceutical Industry
“…no disease is too rare when a child’s future is at stake.”
“…investment in rare disease treatments is an investment in humanity.”
“…a breakthrough in Batten disease paves the way for others too.”
“…they deserve your best science, your fastest timelines, your full commitment.”

For the General Public & Supporters
“…these children matter, even if you’ve never heard their name.”
“…your support keeps their memory and hope alive.”
“…awareness is the first step towards action.
“…you can be the knot that connects care, research, and change.

For Students & Educational Settings
“…learning about rare diseases teaches us empathy and responsibility.”
“…kids helping kids creates a powerful chain of kindness.”
“…even young voices can raise big awareness.”
“…we can be the generation that ends Batten disease.”

For Media & Influencers
“…their stories need to be told, not tucked away.”
“…your platform can give voice to families fighting the unthinkable.”
“…every post, share, and tag helps amplify their cause.”
“…awareness is a ripple - your influence can be the drop that starts it.”
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SUGGESTED COPY: 
FORGET ME KNOT BECAUSE....
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